Allogeneic bone marrow transplantation has become a popular treatment for patients with thalassaemia major. The majority of patients are cured after transplantation and recommended strategies are available to guide management of iron toxicities and other complications of the transplant. However, the negative outcomes of the minority of patients who fail to engraft have not been systematically examined. The experience of physical maltreatment in an adolescent thalassaemic girl after engraftment failure suggests that the physical and psychosocial needs of the latter patients deserve further study.
A 13-year-old girl with thalassaemia major returned to our care after she failed a matched sibling bone marrow transplantation and became thalassaemic again. She was born in mainland China from a crossborder marriage. Her father was a resident in Hong Kong, while the patient, her mother, and three younger siblings lived in mainland China. Her illness started at 6 months of age and she had been treated with regular blood transfusion since, with a usual trough haemoglobin of 7 g/dl, without any iron chelation therapy. At the age of 11 years, the family reunited in Hong Kong and the patient attended our hospital for blood transfusion therapy. At that time, she was noted to have the typical stigmata of thalassaemia, including the typical facie, hyperpigmentation, short stature, absence of pubertal development, hepatomegaly, and the presence of a splenectomy scar. Her serum ferritin level was 5190 mg/ml. Home chelation treatment with desferrioxamine was therefore commenced immediately. Subsequent evaluation identified her 2-month-old younger brother, the only son of the family, as a histocompatible marrow donor. However, her father died from liver cancer shortly after the family reunion.
After 18 months, she underwent transplantation with bone marrow harvested from her matched brother in another hospital after conditioning treatment with busulphan, cyclophosphamide, and antilymphocyte globulin. Transient engraftment occurred, but she soon lost the graft even after treatment with donor lymphocyte infusion. This was followed by autologous reconstitution and she became transfusion dependent again. Afterwards, she returned to our hospital for regular blood transfusion and iron chelation therapy.
On the third admission after her return, she was incidentally found to have multiple bruises characterized by rectangular patterns with sharply demarcated edges compatible with beating with a strip or a belt (Figure 1) . The patient initially alleged that she fell and got herself hurt. Knowing that her excuse had not convinced the medical team, she burst into tears and disclosed what had happened. A few days before, she had a minor conflict with her younger brother. The sibling rivalry provoked her mother who took a plastic strip and beat her. Along with the beating were her mother's emotional outbursts and frustrations. It turned out that it had been too much of a burden for the patient's mother to take care of the four children in the family on her own. She could not accept the child's disease -the indefinite need for home chelation therapy and then the incurable nature of the underlying disease. She also blamed the patient for failing the bone marrow transplantation and thus wasting her brother's bone marrow. It had been her belief that her son's body was weakened ever since he lost part of his marrow. The case was referred to the child protection services and social work and clinical psychology interventions were recommended.
Child abuse is a multifaceted social and child health problem. No single aetiology explains its occurrence and a multitude of predisposing factors are often recognized in each case. Single parenthood, financial disadvantage, parental disharmony, mental illness in the parents and behavioural problems in the child are common risk factors. 1 Children with physical or mental handicaps are more prone to maltreatment.
2 However, with a cohort of more than 50 patients with thalassaemia, only one other child has been managed for suspected child abuse in the past 13 years in our hospital. Given the regular psychosocial support and medical supervision, it has not been our experience that thalassaemic patients are at risk for child abuse.
The failed bone marrow transplantation in this case appears to be an important triggering factor, while the traditional preference of sons may be another. The bone marrow is a self-renewable tissue, but traditional myths defy its scientific nature. Sui, the Chinese term for marrow, means essence or vitality. Beliefs that the removal of blood or marrow would lead to irreparable damage to the mind and body are still prevalent among local Chinese. 3 It is thus conceivable that the patient's failure to engraft has done the harm not only to the patient herself but also to her marrow- donating brother who, in the traditional son-preferring families, is the only offspring entitled to carry on with the family name and to offer financial support to aging parents. 4 Although the success of allogeneic sibling-matched haematopoietic stem cell transplantation has been well established, 9-30% of recipients do not engraft continually. 5, 6 Unlike patients with malignant disorders, the majority of these patients are able to survive in the long term, albeit thalassaemic. In contrast to the successful recipients, 5 the quality of life and the special needs of thalassaemia patients await systematic studies. Traditional and cultural factors probably have an important role to play.
